Research into rehabilitation. What is the priority?
Introduction
On Friday 6 October 2000 I attended a conference in Uppsala, Sweden. After lunch, seven Scandinavian experts in rehabilitation were asked to put forward their priorities for rehabilitation research over the next decade. Each put forward a well-argued case for important research. However, there was virtually no overlap in topics or in ideas. For example, one stated that research into neurobiology and neural plasticity was important; another that understanding more about environmental equipment was the priority; another suggested that research into functional electrical stimulation would help, etc.
This diversity of opinion with virtually no common area of agreement is of concern. It suggests that none of the rehabilitation experts was considering research into rehabilitation itself, but that they were all proposing research into matters of importance to specific areas of rehabilitation. This local, Scandinavian failure to agree on priorities for research into rehabilitation is likely to be mirrored in health services throughout the world.
Why is it important to agree upon the priorities? The failure to have any agreed list of priority research areas may reflect a failure of the rehabilitation community to identify the core knowledge and skills of the speciality. Moreover, and as a direct consequence, funding agencies may not understand what is special about rehabilitation and so they may allocate money (research or service) to other competing specialities.
Research into rehabilitation treatments
Most medical research concentrates on treatment. Therefore one research priority might be to 'prove that rehabilitation works'. There are problems with this suggestion, not least being that the question may already have been answered by the Stroke Unit Trialists' Collaboration, whose meta-analysis showed beyond reasonable doubt that the process of rehabilitation is both effective, in terms of reducing mortality and morbidity, and also probably efficient. 1 Research in other fields has also demonstrated that the process of rehabilitation is effective. [2] [3] [4] [5] Setting research into rehabilitation interventions as the priority is unsatisfactory for several reasons. First, many of the specific interventions are equally within the research remit of other specialities. Botulinum toxin, for example, can legitimately be researched by neurologists and neuro-physiologists. Ankle-foot orthoses might be researched by bioengineers. Rehabilitation specialists do have a great and specific contribution to make in research into treatments, for example identifying what problems are important and ensuring that measurement of outcome occurs at the level of disability (activities) -but this does not make it 'rehabilitation research'. Secondly, the number of potential interventions needing to be researched is huge, and there is no way of agreeing which are most important (as was demonstrated at Uppsala). Thirdly, undertaking the interventions themselves is not necessarily the core expertise of rehabilitationists. Many of the interventions, such as surgery for contractures, are undertaken by other specialists. And few interventions are relevant to more than a minority of the patients seen within the totality of rehabilitation services. Finally, it suggests that rehabilitation is nothing more than a series of specific interventions whereas the speciality of rehabilitation is (or should be) much more concerned with all aspects of the process of helping individuals who have a disabling illness.
Thus, although research into rehabilitation interventions is obviously of importance, nonetheless it should not be considered as a priority because (a) it is competing with all other specialities without any obvious unique importance, (b) there are too many interventions to allow any prioritization within the field, and (c) it reinforces the common misunderstanding about the nature of rehabilitation.
The core of rehabilitation
It therefore seems appropriate to consider what distinguishes rehabilitation from all other health specialities. The limited evidence available comes from the Stroke Unit Trialists' Collaboration, 1 which suggests that three features characterize effective rehabilitation: co-ordinated, multidisciplinary team-work, involvement of the patient and family, and expertise and an interest in disability. While many specialities will claim one or more of these features, only rehabilitation can reasonably claim that it includes all three as its core features.
The fourth key feature of rehabilitation is that it works within a conceptual framework that explicitly includes all aspects of life from disease (pathology) through to social role fulfilment and quality of life, and that recognizes the importance of contextual factors. Only the speciality of rehabilitation explicitly considers assessment of and intervention in all these areas.
Therefore the core features of rehabilitation are:
• co-ordinated, multidisciplinary team-work, by • a team with expertise and an interest in disability, who • actively involve the patient and family in the process, which is set within • an explicitly recognized framework encompassing all aspects of illness.
Goal-setting, the first priority Given the above core features of rehabilitation, one key research question facing the speciality is: How do we ensure that a disparate group of individuals from different professions and sometimes from different organizations work together with the patient and family towards a set of appropriate, achievable and mutually agreed goals? One currently accepted answer to this question is for the team to use a form of goal-setting that encourages both involvement of the patient and interdisciplinary team-work so that the whole team works towards goals of relevance to the patient. 6 It has been argued that the goal-setting process should identify goals that relate to the patient's wishes at the level of participation. 7 If this is undertaken, then necessarily interventions will be needed from people working in many different professions and organizations.
However, achieving interdisciplinary goalsetting and treatments that may involve several professions and organizations takes much effort and time. It has not been proven to be any better than simply allowing individual professional staff to set their own goals without any serious reference to others (including the patient), an approach that some call multidisciplinary team-work. 7 Therefore one major priority is to research into ways of achieving efficient and effective teamwork, specifically comparing different models and different types of documentation. This should start with a review of the body of general research into team-work, for example from business and management studies, sports psychology, Editorial 231
Which model of illness, the third priority
The team will also need insight into the interrelationships between all the different factors that are present in any one case. In other words they need to understand the impact of pathology, impairment and context on activities and participation and to know what intervention is most likely to lead to an improvement. The speciality will also need to undertake a major programme of research into these inter-relationships, but this will take several decades and depends upon large-scale epidemiological work. 8 Before undertaking several decades of research it is important to be sure that the model used in rehabilitation is adequate. The currently favoured model is the recently revised World Health Organization's model underlying the International Classification of Impairment, Disability and Handicap (WHO ICIDH-2), 9 and so the major question that needs to be resolved is: Is the World Health Organization model of illness (ICIDH-2) a sufficiently comprehensive model of illness, that includes all important factors? Therefore a third priority is to establish whether the WHO ICIDH-2 model of illness both explains observed phenomena and also allows novel predictions to be made and confirmed. This should probably be done using a single disease and, given that there is probably more research into the disability and handicap caused by stroke than any other disease, this would appear to be a good illness to study first.
Altering behaviour, the fourth priority
Finally, it seems that almost all interventions undertaken in rehabilitation involve altering behaviour, be that the behaviour of a patient, a family member or carers. For example, patients may be helped to increase their level of activity safely as they recover from impairment, or they may be taught how to achieve activity goals despite fixed impairment, or may be shown how to use specialized equipment. Family members may also be taught how to facilitate the optimal level of independence and participation.
Consequently a fourth important question is: How are patients and those around them to be assisted in changing their behaviour? The last priority in rehabilitation research is into what approaches are most effective at altering etc. Then there must be well-designed, probably randomized studies investigating different approaches to goal-setting.
Assessment, the second priority
Effective goal-setting and team-work depends upon the team having appropriate information to inform the process, and so a second key question facing the speciality is: What is the most efficient and effective way for a rehabilitation team to analyse the situation of a patient so that all important factors are taken into account when setting goals? This question refers to the first step in the rehabilitation process, that of assessment. Ultimately effective assessment depends upon knowing what information is needed both to predict the outcome in general and, if available, to predict the responsiveness of the patient to any potential treatment. This is often not known.
However, there are two specific questions which need to be considered:
• What is the most efficient assessment algorithm for any given (common) clinical situation? • Which specific assessments are able to give the most information at least 'cost' (time, effort, etc.)?
There is already a reasonable volume of research information available about the construct validity and reliability of many assessments. However there has been little research into the utility of assessments, very little research comparing assessments which cover similar ground, and virtually no research into the best compromise between the obsessional routine collection of vast amounts of information on all patients, and the lazy failure to collect any standardized information whatsoever on any patients (relying instead on 'clinical intuition'). Therefore a second priority is to research into the process of assessment, trying to develop efficient and effective algorithms or protocols using standardized specific assessment procedures. This should start by comparing the individual assessments already used, investigating which are most efficient and effective at giving useful information in normal clinical practice. It should then investigate the development of simple algorithms to guide the choice of assessment tools. behaviour (i.e. increasing activity repertoire) in people who have pathology or impairment. This should start by reviewing the (presumably) extensive evidence already available in the educational and psychology literature. Then research might compare, for example, task-related or skillrelated treatment approaches.
Your role
In all four priority areas the first step must be to review existing evidence. As has been noted before, relevant research is widely scattered and not easily found. In two of these four priority areas (goal-setting and altering behaviour), much relevant research must have been undertaken in other, nonmedical disciplines. In the other two relevant research may exist in a wide range of medical and nonmedical specialities covering almost any disease from cerebral palsy through learning disability, stroke, spinal injury and arthritic conditions on to dementia and mental health.
At the same time there is probably more evidence available on treatments than is recognized. Therefore the speciality also needs to put as much effort as possible into identifying and reviewing systematically all evidence, and then disseminating it.
The agenda put forward above is ambitious. It is challenging, because it is not simply following the priorities and investigational approaches used in most of medicine. But I believe it does focus on the speciality of clinical rehabilitation, and that it is achievable. I hope that over the next decade we will see much high-quality research published that starts to delineate clearly and develop the specific knowledge and skills resident within the speciality of clinical rehabilitation.
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